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If it weren't for the servicesthe CIL provides, I'd bein a nursing home.

The CIL helped me obtain the services of a personal assistant.
| am in college. Without the personal assistant, | would not
have been able to go to college.

? Quotes from Consumer Survey respondents.
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EXECUTIVE SUMMARY

E.1 I ntroduction

This report presents findings from a comprehensive two-year evauation of title VI, chapter
1, Part C of the Centers for Independent Living (CIL) program, funded by the Rehabilitation Services
Administration (RSA), in the Office of Special Education and Rehabilitative Services (OSERS), U.S.
Department of Education. CIL programs promote a philosophy of independent living—consumer control,
peer support, self-help, saf-determination, equal access, and individual and systems advocacy—the goal
of which is to maximize the leadership, empowerment, independence, and productivity of individuals
with disabilities, and enhance the integration and full incluson of individuds with disabilities into the
mainstream of American society. The results of the study will be used to: complement Section 704
Annua Performance Report data; support RSA Government Performance and Results Act (GPRA)
reporting requirements; assist CILs to identify successful service and advocacy strategies, and inform
advocates and policymakers about the Independent Living Programs.

E.2 Resear ch Questions and Study Issues

The research questions and study issues fell under two major categories. center operations
and consumer services. Under each category, issues were divided into access measures, process measures,
and outcome measures. Access measures included such issues as physical accessibility of the center,
whether the center is located near public transportation, whether consumers can easily reach staff by
telephone, and whether services and activities are scheduled at convenient times for consumers. Process
measures included the ways in which centers conduct their systems change activities, how they promote
empowerment and consumer control at their centers, the services they provide, and relationships between
center staff and consumers. Outcome measures included changes in consumers’ lives, community changes
that occurred as aresult of center activities, and acquisition of funding sources beyond title V11, chapter 1,
Part C of the Rehabilitation Act. We aso included a feedback section under center operations, which
includes how centers obtain community input on the rvices and systems change they provide, and a
satisfaction section for the consumer surveys, which explores consumer satisfaction with center services.

This study aso explored whether the types of services received, satisfaction with those
services, and consumer outcomes varied by consumer demographics, or characteristics of the center. We
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explored potentia differences by consumer race, gender, age, type of disability, income, and residence
(rurd, suburban, or urban). We examined any potentid differences by the size (based upon FY 1999
budget) and location (urban, suburban, and rural) of the centers.

E.3 M ethodology

The research team collected data for this study from two principa sources. First, we
conducted a mail survey of dl CILs that receive federa funding under the title VII, chapter 1, Part C
Program. Second, we selected a random sample of 104 centers and conducted telephone surveys with a
random sample of 569 current and former consumers. We used information from the Section 704 Report
required under title VII of the Rehabilitation Act to describe the centers and the characteristics of center
consumers. We also examined the range of national surveys on persons with disabilities and selected
guestions from the National Health Interview Survey-Disability Supplement (NHIS-D) for inclusion in
the consumer survey. This data allowed comparisons between consumer survey responses and those with
similar disabilities and other characteristics who are not participating in CIL Programs.

E.4 Results

E.4.1 Overall Findings

The study found that CILs are providing a wide variety of beneficial services and systems
advocacy in their communities. Consumers report a high level of satisfaction with the services they
receive and report significant life changes as a result of CIL services. Consumers gained knowledge and
skill from center services, and credited the center with significant life changes, including positive changes
in housing, employment, getting around in the community, and overal improvements in independence. It
is noteworthy that, according to the FY 2000 704 Reports, CILs helped 1,380 consumers leave nursing
homes or other ingtitutions to live in the community. In other words, amost 1,400 people live in the
community rather than in ingtitutions because of Centers for Independent Living! Moreover, CILs are
providing these services and advocacy in accordance with the independent living philosophy—consumer
empowerment and control, peer support, systems change, and cross-disability services. Additiondly,
centers made significant changes in their communities. Centers enabled consumers to access community
facilities and services in a wide variety of areas, including persona assistance, transportation, housing,
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employment, and deinditutiondization. During FY 2000, centers served about 136,000 individuds, at a
cost to the federa budget of $48 million—a federa cost of about $353 per individual served.

E.4.2 Access M easur es

The Access Measures questions examined the efforts centers are making to reach out to
multicultural  communities and consumers from traditiondly underserved disability groups. These
guestions also assessed director and consumer perceptions of center accessibility, including access to the
main office, availability of interpreters and materials in aternative formats, and the ease of using center
services.

Underserved Communities: Centers are serving minorities with disabilities in at least the
same percentages that minorities are present among people with disabilities in the United States. For
example, 17 percent of center consumers are Black/Non-Hispanic; Black/Non-Hispanic people represent
16 percent of the U.S. disability population. Ten percent of center consumers are Hispanic; Hispanics
comprise 9 percent of the disability population. Consumers from minority backgrounds who participated
in the survey felt that the centers provided services in a culturdly appropriate manner. Similarly,
consumers with disabilities that have been traditionally underserved by centers who received services felt
that the centers were doing a good job in addressing their disability-related needs; many center directors
surveyed were not satisfied with their efforts to reach out to specific multicultural communities or
underserved disability communities, particularly people with Multiple Chemica Sengtivity (MCS) and
psychiatric disabilities. We conclude that centers are doing an adequate job of serving these
communities; however, center directors said they would like to be doing more in this area.

CIL Accessibility: Centers received high marks on most measures related to access.
Between 80 and 90 percent of consumers said they could get into and around the center and could easily
reach a center staff person by telephone. Consumers felt that adequate accessible parking was provided
(78%) and that the center was accessible by public transportation (85%), a finding corroborated by 93%
of directors. While center directors said they provided information in aternative formats, such as Braille
or audiotape, and used sign language interpreters, 35 percent of consumers who needed aternative
formats said that they did not receive them from the center. Of those who need a sign language interpreter
or cart reporter to communicate, only 43 percent said that their center always provided one.
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E.4.3 Process M easur es

Process measures document how staff delivers services to consumers and how they provide
advocacy to their community. These measures include the number and types of consumers served, the
services they receive, and whether consumers are receiving information about available options and
services. We aso include measures of whether the executive directors understand and implement the
independent living philosophy and the steps they take to promote community change.

Independent Living Philosophy: Most center directors were familiar with the tenets of the
philosophy on which CILs are based: consumer control, peer support, community change, serving a cross-
disability population, integration, and consumer empowerment. When asked to list the components of
the independent living philosophy, 87 percent of directors identified “consumer control” as an important
component. Center directors frequently identified integration, incluson, and participation in the
community, remova of barriers, and other tenets of the independent living philosophy. Almost half of
center consumers said they had been told about the IL philosophy, 57 percent said they had been told
about peer support groups, and 62 percent said that center staff encouraged consumers to advocate for
themselves. These responses show that high percentages of directors and consumers understand the
independent living philosophy and that this philosophy is being implemented within the CILs. This
philosophy is a strong component of center programs.

Consumer population: CILs serve consumers who tend to be poor, unemployed, and
unmarried. Among CIL consumers between the ages of 25 and 64, 84 percent had tota household
incomes below $20,000 per year. About 77 percent of working-age consumers were unemployed and 80
percent were unmarried. All of these factors are risk factors for loss of independence. CILs are serving
consumers who can purchase few services to promote their independence.

Services provided by CILs: Over 98 percent of centers are providing the four core services
required by title VII, chapter 1, Part C of the Rehabilitation Act: information and referral, independent
living skills training, peer support, and individud and systems advocacy. They provide an array of
additional independent living services. Over 98 percent of centers aso provided housing referra and
assistance; over 90 percent provided ADA training, group support, persona assistance service or referra,
assistance acquiring technology or adaptive equipment, technical assistance on access, and advocacy
training. In addition, over 85 percent provided benefits advisement and assstance with home
modifications.
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Consumer decision-making: Consumers appear to have a positive working relationship
with the center staff person they see most frequently. Seventy-seven percent said they were presented
with a variety of options and services to meet their goals. We noted that only thirty-four percent of the
consumers stated that they decided on the services they would receive in order to reach their goals;
another 22 percent reported that they decided on the services in consultation with a staff member at the
CIL, for atota of 56 percent. Over one-fourth of consumers (27%) said the IL staff person decided on the
IL services, and the rest said that someone else decided or helped them decide. This finding is surprising,
given the emphasis on consumer control in the independent living philosophy and the relatively high
number of consumers who said the center gave them information about different options that would help
them reach their goal. This issue may warrant further exploration.

Services consumers receive: Consumers receive an array of services to support their
independent living goals from their centers. It was not uncommon for a consumer to receive information
and referral, peer support, housing referral, personal assistance, and other services from the center. The
types of services a center offered did not differ significantly between centers located in urban, rural, or
suburban communities. Except in a few cases, types of services received did not vary by CIL size or
location, or by consumer demographics, such as residence, race, ethnicity, income, or type of disability.
We did note that consumers under age 18 received the full array of IL services less frequently than older
consumers, presumably because they are ill in school and living with parents. Centers may wish to
consider providing more IL sKills training, enployment services, ADA training, and benefits advisement
to trangtion age youth while they are ill in school so that they may move to independence and
employment more easily at the appropriate time.

We found that Hispanics were less likely to receive assistance with technology or equipment
than were other consumers. We aso found that consumers with mental disabilities received employment
advisement services less often than people with physical or sensory disabilities. Centers may wish to
review their consumer records to insure that employment and technology services are readily available to
all consumers.

Advocacy issues and process: A griking finding of the Director Survey was the number
and complexity of advocacy issues in which centers were involved and the variety of techniques used to
achieve advocacy goals. Over 70 percent of the directors reported involvement over the past year in each
of the nine issues listed on the survey: transportation, deingtitutionaization, enforcement of civil rights
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laws, housing, persona assistance services, youth trangition, education, employment, and hedlth care.

Centers involve a wide variety of congtituencies, including consumers, board and staff members, and
representatives of other agencies; they engage in an array of strategies to achieve their goals. Years of
effort are sometimes necessary to pass one piece of legidation, achieve one policy change, or acquire a
new service, and centers within a state often work together to achieve these goals. The vast majority of
the center’s activities are collegia—working on committees, meeting with administrators—rather than
adversaria—engaging in demongtrations or taking lega action. We aso found a high level of consumer
involvement in systems advocacy and community change activities; over 80 percent of directors reported
consumer participation in amost al of the advocacy issues in which their center was involved. Although
the level of consumer involvement seems relatively high, directors fed that the advocacy agenda could be
advanced more quickly with more consumer support.

Relationships with other agencies. We asked center directors about the center's
relationships with other agencies, including the Designated State Unit (DSU)--generdly the state
vocationa rehabilitation (VR) agency, the agency for the blind, and the Statewide Independent Living
Council (SILC). About one third (33%) said that the DSU was very supportive, about 19 percent said the
agency for the blind was very supportive, and about 38 percent felt that the SILC was very supportive.
Although very low percentages of directors felt that these relationships were adversarial, they
recommended the following: (1), the cross training of agency staff, (2), increases in referrals between the
state VR agency, the agency for the blind, and the CIL, and, (3), clarification of the roles of CILs and the
SILC.

E.4.4 Consumer Satisfaction

We asked center consumers how satisfied they were with center services overall and then
asked how satisfied they were with each particular service. When asked about services overdl, 64
percent said they were “very satisfied” and 23 percent said they were “somewhat satisfied” with center
sarvices. They rated the CIL as “very helpful” (65%) or “somewhat helpful” (25%) in assisting them to
achieve their goals. Overall satisfaction levels did not vary much by gender, age, race, disability, center
office location, or consumer location. For comparison purposes, we examined a study conducted by the
Research Triangle Institute (RTI, 1996) that asked the same question to recipients of VR services. Their
study found that 47 percent of participants were very satisfied and an additional 28 percent were
somewhat satisfied, for atotal of 75 percent of VR consumers who were very or somewhat satisfied.
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We then asked consumers how satisfied they were with each specific service they had
received. Consumers were most satisfied with the transportation services they received (87% said they
were very sdtisfied). Over 70 percent of consumers were very satisfied with home modifications,
persona assistance services, transition from school to work services, technology assistance and ADA
training. Satisfaction levels with other services clustered around the overal satisfaction level of 65
percent. Seventeen percent of consumers were somewhat or very dissatisfied with employment referral or
assistance and 11 percent were somewhat or very dissatisfied with housing referral or assistance.

E.45 Outcomes

Outcomes are the most difficult, but often the most critical aspects of a program to measure.
Outcome measures for CIL operations include the community changes that have occurred because of the
center’s activities, and what resources, other than federal funding, centers have captured. We asked
consumers whether they gained skills or knowledge as a result of center services and whether they
achieved the goa or solved the problem they had originaly approached the center to solve. We adso
asked consumers what life changes they had made as a result of their contact with the center.

Funding: Centers have been extremely successful in raising funds beyond those provided
under title VII, chapter 1, Part C of the Rehabilitation Act. For example, over 80 percent of centers
received individua donations and funds from state government; 60 percent received local governmental
funding; and over 70 percent received foundation or corporate funds, title VI, chapter 1, Part B funds and
fee-for-service funding.

Community change outcomes: We found that centers are achieving a significant level of
community change in areas as diverse as transportation, housing, deingtitutionalization, education,
employment, and civil rights. Centers are making this change by successfully advocating for passage of
legidation, working with administrators to change policies, insuring that governmental agencies and
private companies remove physical and communication barriers, advocating for increased services or
preventing service cutbacks, and assuring that compliance with civil rights laws is being monitored.
Below are some examples excerpted from the FY 2000 704 reports CILs submitted to RSA:

Passage of HB1197, which requires the state to apply for a Medicaid waiver for publicly funded
assisted living, adult foster care, and expanded day care.
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Advocecy for quaified interpreters for individuals with hearing impairments with the Walker
Baptist Medical Center.

Creation of afund to assist people with disabilities to make their homes accessible. The program
is coordinated through the Idaho Housing and Finance Association with CILs assisting consumers
with the application process.

The Center placed two ramps at aloca school that will alow students who have disabilities to
access a project garden. Until the ramps were placed, these students could not accomplish the
hands on study required in their science studies. With a cooperative agreement with the school
administration, these students now can enjoy the same outside activities as their classmates.

City building ingpection officials and center staff visit al buildings that do not meet the ADA
requirements. We do this, so that inspectors can get a first hand understanding of how important
it isto pay close attention to al the provisions of the accessibility guidelines and that no
accommodation, regardless of how smdll, should be overlooked.

Advocacy was done at the US Census Bureau, to provide atemporary TTY phone line for
consumers to call for job placement.

The Center organized a May, 2000 March to City Hall in support of City funding for public
transportation. Despite cuts in funding for fixed route transit, the City Council maintained
funding for evening and weekend paratransit services.

Consumer outcomes: Consumers said they benefited significantly from the services that
they received from the CIL. For example, over 90 percent of consumers who received independent living
skills training and transition services said they gained knowledge or skill. Over 80 percent said that
knowledge and skill was gained from ADA training, benefits advisement, information and referral, and
peer support; over 70 percent said it was gained from technology assistance, housing referral or
assistance, home modifications, and transportation; and over 65 percent said it was gained from personal
assistance or employment services. According to consumers, the constellation of services that centers
provided, rather than any one particular service, was essentia to achieving their independent living goals.

The maority of consumers aso reported concrete changes in their lives as a result of these
services. Independent living skills training and persona assistance services produced the most change: 82
percent of consumers who received independent living skills training and 77 percent of people who
received personal assistance services said the service had made a positive change in their lives. About
one quarter of consumers who received peer counsdling, technology assistance, and transportation
services said the service had made a positive dange in ther life. Not surprisingly, consumers who
received a particular service reported change in that area of life. For example, consumers who received
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housing assistance often reported a change in housing; those who received employment assistance often
reported that they were now working.  Additionally, consumers indicated that services received from
ClLs improved their sdf-perception, genera independence, independent living skills, and level of
knowledge about other services and programs.

Improved quality of life: CILs aso helped to improve the quality of consumers lives.
Almogt haf (47%) said their lives were “much better,” and over one-fourth (29%) said their lives were
“somewhat better” since their contact with the CIL. Forty-three percent of consumers reported that their
experience with the CIL had helped them to develop a positive view of themselves. Another 47 percent
said they “aready had a positive view of themselves® before they came to the CIL.

E.4.6 Feedback

Findly, we asked center directors some questions related to the feedback mechanisms they
employ to obtain reactions to their center and its services from consumers, board members, RSA and the
DSU. We asked directors about good sources for identifying new board members and about the
relationships between their center’s board and staff members. We aso asked the directors to provide
feedback on their perception of how wdl the SILC was fulfilling its legidativdy mandated
responsibilities. We asked them to comment upon the evaluation and monitoring efforts of RSA and the
DSU, including the site visits conducted by these entities and the 704 Reports.

Relationship with board of directors: A positive relationship between a center’s board of
directors and staff is essential to a successful center. Fifty-nine percent of directors characterized the
relationship with their board of directors as very positive and supportive; only 3 percent fet it was
adversaria. Most center directors (51%) said they conduct board training using existing board and staff
members as trainers, about 31 percent said they bring in an outside expert, and the rest said they
conducted some other type of board training or did not conduct board training at al. Only about 26
percent of directors said that the training they conducted was very effective. Additiona training materials
or resources to bring in outside experts may be beneficial, especidly to the 40 percent of centers who
characterized the relationship with their board as less than very positive or supportive.

Director feedback on the SILC: The SILC is empowered by title VI, chapter | to develop
the State Plan for Independent Living (SPIL), aong with the Designated State Unit (DSU). The SPIL
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determines how independent living funds are spent and what IL priorities are established in the state. The
SILC represents a variety of congtituencies, including CIL directors, and works with the DSU to conduct
needs assessments for IL. Because the SILCs have these powers, we wanted to obtain the executive
directors views on how their SILC meets these mandates. We also asked the directors to characterize
their center’ s relationship with their SILC.

While 89 percent of directors felt they had some representation on the SILC, they had mixed
reactions when asked whether the SILC was meeting the requirements spelled out in Section 705 of the
Rehabilitation Act. It is clear that many center directors felt that their SILC isfalling short in severa areas
of representation and responsibility. Only about haf of directors agreed that, to a great extent, the SILC
provides statewide representation, that the SILC represents a broad range of individuas with disabilities,
and that a mgjority of members are individuals with disabilities who do not work for a state agency or IL
center. Only 26 percent felt that individuals are knowledgeable about CILs and IL services to a great
extent. Less than 50 percent of center directors felt the SILC is doing an excellent or very good job of
performing the duties outlined in Section 705. It is important to note that the study did not include a
survey of the SILCs, or of entities besides center directors that are represented on the SILC. A morein-
depth study is needed to evauate how well the SILCs are meeting their legidative mandates.

DSU and RSA site reviews: On the whole, center directors felt positively about the site
reviews conducted by RSA and the DSU. About 73 percent of directors said that the RSA review was
very or somewhat helpful, and 69 percent said the DSU review was either very or somewhat helpful.
They found the reviews helpful to the center’s operation and especialy appreciated the involvement of
peer reviewersin the process.

704 Reports: We asked centers about the utility and the burden of evauation and
monitoring conducted by the DSU and RSA, including the Section 704 reporting requirements. Only
about a quarter of the directors surveyed said that the Section 704 Report was very helpful in assessing
the quality of center services and advocacy, athough another 44 percent said it was somewhat helpful.
We noted other problems with the 704 Reporting process during the course of the evauation. First, the
report is focused upon process rather than outcome measures. For example, the report asks centers to
provide the number of consumers served and their characteristics, the number and types of services
provided to these consumers, and the number of goals set in each goa area (e.g., housing, transportation,
employment, etc.). The report, however, does not ask centers to provide much meaningful outcomes data.
Centers are asked to report the number of goals consumers achieve in each area, but there is no clear
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guidance on how a godl is defined or what congtitutes a goal. As a consequence, reported goals can be
extremely globa or very specific. There are aso no consistent definitions for “goals set” or “goas
achieved.” It is therefore difficult to attach meaning to the number of goa achievements centers report.
The exception is “denditutiondization,” where centers report the number of individuas they have
asssted in moving from an ingtitution into the community because of services they received from the
center. The number of consumers who leave a nursing home can be readily identified. Centers can
readily track consumers who have left nursng homes for independence, with provison of persona
assistance services and other community supports. This is an extremely valuable measure of a center’s
accomplishments. Centers are also asked to report the number of individuals who remain out of nursng
homes and in the community due to center services. It is difficult to gauge the reliability of this data
because there is no consistent understanding of how this data should be collected.

We noted significant dfferences in the way centers report community outcomes data, which
makes it difficult to quantify community outcomes or draw additiona conclusons about center
achievements. A review of the data also makes clear that centers do not have a consistent understanding
of a“community outcome”. Some centers provided severa pages of narrative in reporting the process
they used to produce the community change, but never then made it clear whether or not the change was
achieved. Others reported the outcome but did not describe the process that led to its attainment. This
makes it difficult to draw meaningful conclusions about community change activities.

E.5 Recommendations

E.5.1 Training and Technical Assistance

Directors reported a need in their centers for training and technical assistance in severa
areas. The study aso identified some areas where additional technical assistance might enhance center
operations or improve center services. These areas include:

Board roles and responsihilities, to improve the relationships between each center and its board of
directors. Although very few center directors described the relationship with their board of

directors as somewhat or very adversarial, 40 percent of centers characterized the relationship as
less than very positive or supportive and only about one-quarter felt that the board training they
provided was very effective.
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Consumer participation: Although we found the level of consumer involvement in systems
change activities to be high, center directors felt community change could be achieved more
quickly with more consumer participation. They mentioned volunteer organizing and systems

advocacy techniques as their top training need.
Accessible computer applications, such as web design and data base management.

Outreach and services to consumers from diverse multicultura communities:  Although centers
are serving people with disabilities from minority groups a or above their percentage in the
population, center directors felt they could be doing more to reach ethnic minorities. We aso
noted lower levels of satisfaction with center services among Hispanic consumers.

Outreach and services to consumers from underserved disability constituencies, particularly those
with sensory and psychiatric disabilities and multiple chemica sendtivity. Again, consumers
from these disability groups report that centers are doing a good job of serving them, but center
directors would like to be doing more.

Crosstraining of staff at the state VR agency, the state blind agency, and the CIL.

The Department of Education funds a variety of training and technical assistance programs,
including a Research and Training Center on IL Management, a Research and Training Center on Rural
Rehabilitation and IL, the Regionad Rehahilitation Continuing Education Programs (RRCEP), and IL Net.
Some of the training offered by these organizations addresses the above issues, but centers are till

expressing needs or experiencing deficits in these areas.

Recommendation 1: RSA should insurethat itsfunding prioritiesand the applications
it funds to provide training and technical assistance to CILs address the training and technical
assistance needshighlighted in thisstudy. Werecommend that organizationsthat providetraining
emphasize hands-on technical assistanceactivities, which enablean “ expert” towork closely with a
center. Oneoption might betolink center sthat have been successful with multicultural outreach
or providing servicesto a particular disability constituency to those who are still struggling with
t